MeSH key terms: Dementia, advance care planning, decision-making, carers, end of life 2 Abstract End-of-life care policy in the UK states that all people should identify their needs, priorities and preferences for end-of-life care in the form of advance care planning. Advance care planning in dementia is less well developed than in some other disease groups such as cancer and arguably, may be more complex. A person with dementia may lose the capacity to make decisions associated with advance care planning early on in the course of the disease, requiring more involvement of family carers. This study explores the 'lived' context to health care decision-making of dyads (person with dementia and their carer) in respect of past, present and future healthcare decision-making.
deterioration of a person's condition, between that person and a care worker" usually from a health care background (Henry & Seymour, 2007) . Implemented largely in the United States, Australia and Canada it involves a process of communication, facilitating a person's involvement in decisions about their current and future care, and putting in place plans to ensure that these preferences can be met when a person no longer has the capacity to express their wishes (Teno, 2010) .
ACP is less well developed in Europe and the UK, where historically the legal status of advance statements have been less clear (van der Heide et al., 2003; Seymour et al., 2004) . In England and
Wales there is now recognition that under common law, a specific anticipatory statement (usually the advance refusal of medical treatment) has legal status. The Mental Capacity Act 2005 (Department of Constitutional Affairs, 2005) seeks to ensure that even those without mental capacity are enabled to make known their decisions, wishes and preferences for care and support, in anticipation that these will be carried out.
Professionals often rely on family carers to support decision-making for a person with dementia.
However, little is understood about the families' beliefs and historic approaches to decision-making before the diagnosis of dementia was made. Whilst there is an increasing body of knowledge on proxy decision-making, there is little qualitative evidence of the 'lived' context to health care decision-making.
The aim of this study was to understand the 'lived' context to healthcare decision-making in the past, present and future of both the person with dementia and their family carer. This qualitative study was part of a larger study (Harrison Dening et al, in press ) that examined whether family carers could predict the wishes and preferences for end-of-life care of the person with dementia for whom they cared.
Method
A qualitative approach was taken, drawing upon a naturalistic interpretive approach (Ritchie and Lewis, 2012; Topping, 2010) . Content analysis was used as a qualitative research method for sorting, synthesising and analysing data from the interviews (Ritchie and Lewis, 2012) . Content analysis is a useful approach to examining data within a given context and in the triangulation of data collected through mixed research methods (Given, 2008) . Robson (2002) argues that this approach allows both the examinations of content and context to enable any research to link the qualitative data to quantitative 'outside variables' for example, gender.
Participants
A purposive sample (Polit & Beck, 2009 ) of six dyads were selected from a larger cohort (n=60) study (Harrison Dening et al, in review) where we examined the ability of carers to predict future treatment preferences of the person with dementia using the Life Support Preferences Questionnaire (LSPQ). Six dyads: two that demonstrated a high level, two a medium level and two low level of agreement in the original study were purposively sampled for this qualitative study.
Study location
For pragmatic purposes, dyads were selected from a memory clinic service (BEH Mental Health Trust).
Inclusion and exclusion criteria

Person with dementia
We included PWD with Mini Mental State Examination (MMSE) (Folstein, et al, 1975) score of >20 out of 30 and the mental capacity to consent to and participate in the interview.
Carer
Carers were included if identified as next of kin or key decision maker for the person with dementia PWD.
Dyads were excluded if either the PWD or carer did not consent to take part and if either was unable to communicate sufficiently in English, as no funding was available for use of interpreters.
Recruitment
Each potential dyad was contacted and a verbal explanation of the study was given by the researcher and followed up with a brief information sheet. A second contact was made after a seven day period to seek consent to inclusion in the study. All participants gave their signed consent.
Data Collection
Demographic details of age, gender, ethnicity, previous education, living situation and dyad relationship of all participants was recorded.
A brief, semi-structured interview schedule with three opened ended questions was designed to allow participants to answer questions with as much explanation as they chose followed by any prompts by the researcher or any further enquiry of each response as appropriate (see box 1). Interviews were digitally audio recorded to ensure that all aspects of discussions and conversation nuances were captured. In addition, field notes were taken to record observations of nonverbal communication such as worried expressions, raised eyebrows, etc. Participants were offered a choice of location for the interview, but all chose to be interviewed at home. All interviews were conducted between December 2013 and January 2014 by KHD and each lasted between 25 and 40 minutes.
Box 1 approximately here
Data Analysis
Interviews were transcribed verbatim, anonymised and encrypted. A content thematic approach was adopted incorporating a number of stages to systematically organise, reduce, refine and analyse the data (Braun and Clarke, 2006; Ritchie and Lewis, 2012) . Emerging patterns were identified, manually coded and categorised from the data independently by KHD and ELS to ensure reliability and validity (Coffey & Atkinson, 1996) . The data tree and memos were then agreed upon by KHD and ELS.A sample of dyad interviews were independently blind coded and themed by a member of the Marie Curie Palliative Care Research Department.
Results
Participant characteristics
Six dyads agreed to participate, with one additional carer, the adult son of one dyad (Dyad D), included in the interview. The average age of the six participants with dementia was 77.6 years (ages raging from 70 to 88 years). The mean MMSE score was 24.8/30 (range 22-28). The average age of the seven carers 
Historic patterns of healthcare decision-making
The first question explored how dyads had made healthcare decisions historically. Most felt they had not had to make any major healthcare decisions, until the diagnosis of dementia; such decision-making largely remained untested.
...there were very few major decisions we ever had to make. 
The effect of a diagnosis of dementia upon healthcare decision-making
The second question explored the impact of the diagnosis of dementia on decision-making processes.
Carers talked of how they tried to influence the PWD to seek help. However, one carer felt there was little point as she felt nothing could be done afterwards even when the diagnosis was confirmed, the carer decided they would tell no one for fear of stigma. She felt this decision was shared though other family members saw this differently.
...we decided we were not going to mention it to anyone outside...only our son, possibly his wife...
Many spoke of dementia being the first time shared decision-making was tested, feeling the diagnosis marked a transition with historical decision-making roles being altered. One PWD had been the main decision-maker but because of dementia he now deferred this to his wife and a carer sought the support of other family members:
.
..when it is a difficult decision I ask my girls...[daughters]
(Carer, Dyad E, Low agreement) Some PWD reflected on how stepping down from decisional responsibilities was a natural evolution rather than a conscious process: 
2.
Dyads describe how decision-making changes after a diagnosis of dementia.
3.
Carers recognise increasing responsibility for decision-making after the diagnosis of dementia.
4.
The 'day to day' decision-making becomes burdensome so much so that it distracts carers from focusing their attention to long term planning.
5.
Even when families had previous experience of supporting other family members at end-of-life this did not seem to stimulate them to establish their own Lasting Power of Attorney's and Advance Care Plan's.
Participants were aware of change to decision-making soon after the diagnosis of dementia. As in other studies (Smebye et al., 2012) , some PWD recognised these changes and letting others take over decision-making was seen as acceptable a natural process. However, others saw no need to change the current status and that the future would be no different from the here and now. However, this may be indicative of PWD having difficulty imagining their future self (Harrison Dening et al. 2012 ).
Carers recognised increasingly being faced with having to assume responsibility for the decisions and welfare of the PWD. Such decision-making came with an 'emotional price tag', finding that day-to-day decision-making all consuming with little energy for medium to long term decisions and planning.
Feinberg and Whitlach (2002) also identified carers were most concerned about 'getting through each day' and this influenced how much weight they gave to considering issues lying ahead in the future. Sampson & Clark (2015) studied male carers' decision-making and found that negotiating the complexity of everyday decisions detracted from considering longer term issues generating greater uncertainty and anxiety. Burdensome decision-making is not just related to getting through those that present day to day but also how the decisions made often requires carers to put their own wishes secondary to those of the PWD, which adds to perceptions of burden (Quinn et al. 2015) . Carers made every effort to ensure the PWD was 'protected' through undertaking the day-to-day decisions to preserve the dignity of the PWD but in doing so often neglected their own needs.
Participants had little experience of major healthcare decision-making until the diagnosis of dementia, so as such this had remained largely untested. Dyads held the belief that when the need to make decisions arose that, shared, family decision-making would prevail. The diagnosis of dementia had a marked impact on decision-making processes; there was often a shift to the carer being required to make many more decisions on behalf of the PWD than would have historically been the case. Such a shift of decisional responsibility to the historically less dominant partner added further burden in their new caring role with the mundane day-to-day ones being unrelenting and burdensome.
Participants spoke of the trust they had in others to make decisions, feeling that they knew them well enough to be of good support if decisions were required. It is argued that knowing the person with dementia will enable a carer (and others) to understand their values and individual decision-making patterns (Clarke et al., 2003; Bruce and Schweitzer, 2008) . Indeed, most of dementia care is rooted in the principle of knowing the person with dementia as being the basis for good person-centred care (Kitwood, 1997) . Whilst the argument for autonomy in decision-making wherever possible is made for PWD, in reality decisions are often made within a family or relationship context (O'Connor and Purves, 2009 ). Smebye et al. (2012) found that various family bonds, positive or negative, influenced decisionmaking and affected changes in roles and power dynamics as a result of the dementia. Many also spoke of their trust in doctors, expect them not only to guide them but also decide for them as they were the expert. Other research found that carers and PWD viewed doctors as being supportive of their preferences (Noh & Kwak, 2016) . It could be that many people of this generation are more willing deferring responsibility for decision-making, especially to doctors.
Finally, uncertainty prevailed when considering decisions they may need to make the future. To be able to plan ahead requires appropriate information to weigh up the pros and cons of various options. Thus carers and PWD need information on the possible life course of dementia and its impact upon the individual and the wider family. Many dyads felt they lacked information with which to consider their future, although studies have shown that such information given in managed chunks is supportive of carer decision-making (Wald et al., 2003; Robinson et al., 2013; Livingston et al., 2010) .
Some participants had experience of life-limiting conditions in other family members, including both providing care and being appointed as decision makers within LPAs. However, this had not influenced them to make LPAs or ACPs for themselves. This contradicts findings of an observational cohort study of older people who experienced end-of-life care of others demonstrated greater readiness to participate in ACP (Amjad et al, 2014) . Carers are often expected to act as "proxies" for PWD and make difficult and emotionally demanding choices and decisions, for example, regarding resuscitation (Hirschman et al., 2006) or care home placement (Davies & Nolan, 2004; Ryan & Scullion, 2000) . Carers of PWD perceive high levels of carer related burden, distress and depression (Chan et al., 2013) and that a lack of information on the disease trajectory and its prognosis leaving them unprepared to make decisions on end-of-life care on behalf of their relative (Lord et al., 2015) .
Strengths and limitations of this study
The study sample was small and may not be representative of this population. However, through purposive recruitment from a larger cohort we were able to represent families with a range of levels of concurrence in future decision-making; this enabled us to capture a wide range of views. It is the first study of its kind that aimed to seek an understanding of the 'lived' context to historic, current day and future healthcare decision-making of dyads in the advent of a diagnosis of dementia.
Clinical implications
Families require ongoing support and guidance on decision-making following a diagnosis of dementia.
Signposting and the provision of information may not be sufficient to enable families to understand the changes dementia may have on their usual strategies for decision-making and to prepare for future eventualities.
There is often a belief that carers and PWD speak with 'one voice' but this cannot be assumed. This is also supported by our previous work (Harrison Dening, et al. 2012; Harrison Dening, et al. in press) .
Families affected by dementia are likely to require ongoing support to develop plans and adapt to changes in decision-making patterns as the illness progresses.
Conclusion
All families affected by dementia should have access to post diagnostic support and counselling that takes into account changes that occur in decision-making patterns within their relationships. Clinicians, when considering how they may support families in building their resilience in living with dementia, need to understand previous relationship strengths and weaknesses and historic family decision-making processes as this may either indicate qualities on which to maximise or may highlight areas for increased support.
In supporting ACP for the person with dementia clinicians will need to explore the couple's approach to and ability to make decisions (Boyle, 2013) ; this should consider any carer tendencies to dominate or assume that they know best. Carers require support for day-to-day decision-making that maximises the strengths of the PWD for as long as possible. This will need to take account of a PWD's wish to retain a sense of control and dignity while at the same time balancing carers' needs as the relationship changes because of dementia. 
